A randomised trial of two information packages distributed to new cancer patients before their initial appointment at a regional cancer centre EA Mohidel-'5. TJ 161 were excluded post-randomisation and 304 completed the entire interview: 100 s,ere randomised to the NIPIP. 102 to the mini-N'PIP and 102 to the control group. Emotional distress as measured bv the BSI u-as similar for all groups (P=0.98). Most patients preferred to receive the information (980°o). receive it before the first appointment (840/o) and bv mail (790 o). These preferences were more evident for those gisen the information packages. The majorit) of patients found the information packages eas) to understand (880o) and useful (890°o). and no differences were detected betseen packages. The cost of production and dissemination of N-PIP w-as more than double the cost for mini-NRPIP S8.93 vs S3.98 (Canadian dollars) per patient. For patients presenting to a cancer centre for the first time. packages of procedural information do not appear to reduce psychological distress. but are preferred bv patients. Given the cost of producing NPIP. mini-NPIP is the preferred approach.
Supportive cancer care has desveloped from the premise of providing comprehensisve care and includes a wide variets of senrices offered to cancer patients and their families to help them cope with their cancer experience (Addington-Hall et al.. 1993 : Coluzzi et al.. 1995 . Supportive care services consist not only of interventions that support the patient's anti-cancer therapies. such as anti-emetics and bone marrow stimulating factors. but includes pain management. nutntional support. psychological counselling and methods to enhance health provider and patient communication (Smith. 1990 : Levy. 1994 ).
Cancer care is provided along a continuum that starts with the precinical phase and continues through the diagnostic. treatment. follow-up and cure or terminal phases (Levine. 1995) . At each point along the continuum. the patient and his her family will experience different needs. Previous supportise cancer care research has tended to focus on the treatment or palliative phases of care. but other points along the continuum are just as relesvant and require research.
Receiving a diagnosis of cancer presents a formidable problem and challenge for most individuals and their families (Fallowfield. 1988 : Holland. 1989 ). This diagnosis carries considerable stigma and a high degree of uncertainty. In Ontario. patients are often referred to a tertiar} cancer centre folloWing diagnosis where their care is provided by an oncologist and a team of health professionals. e.g. primarv care nurse. nutritionist. etc. Thus. when confronted with a new and threatening diagnosis. patients and their families are also faced with the unfamiliarity of the cancer care delivery system. Clinicians at our centre were concerned about patients' emotional and informational needs folloWing their diagnosis and before being seen at the cancer centre. Patients may have two types of informational needs at diagnosis before referral to a regional cancer centre. The first is for specific information related to their cancer. e.g prognosis and details of treatment. The second relates to procedural information on the processes of care. This type of practical information includes information about resources available to patients. such as treatment services. emotional support programmes. nutritional information. etc. Before the first visit. uncertainties caused bv lack of disease-specific information are unavoidable whereas uncertainty owing to the lack of information on procedural matters can potentially be minimised.
The need for information is one of the most frequently cited self-perceived needs identified by cancer patients and their families (Mor et al.. 1987 : Houts et al.. 1988 : Canadian Cancer Society. 1992 . Randomised trials have demonstrated that treatment-and disease-specific information provided to patients during the course of treatment or in the advanced terminal stages of illness increases patient knowledge. and several trials have shown an increase in patient satisfaction and a decrease in emotional distress (Morrow et al.. 1978 : Dodd and Mood. 1981 : Dodd. 1982 : Israel and Mood. 1982 : Johnson. 1982 : Rainev. 1985 (Derogatis. 1982 (Derogatis. . 1992 ).
Most patients and relatives reported the information Auas easy to understand. The map indicating the location of the cancer centre was found to be confusing by some patients and modifications were subsequently' made. The need for additional general. not cancer-specific. information w-as not identified by patients and relatives. Overall. both versions of the information package were viewed as useful by most patients and relatives. Patients indicated that receiving information before their appointment permitted them to be better prepared and to involve the family when desired. A number of patients stated that the package conveyed a message of caring and concern by the cancer centre. Only one patient who had been preViouslx informed of her diagnosis reported being upset by the information.
With respect to operational issues. the process of identifying new patients from referral forms on a daily basis appeared quite feasible. When the interval between the referral request and appointment was less than 7 days. it was not practical to mail out information. Patients also indicated that they would prefer confidentiality for mailed information so that the envelope containing the information should have no identification that it was sent from the cancer centre.
On average. 20 mmn were needed to conduct the patient interview including the BSI. The interviews occurred in several disease site clinics without disruption to the clinic schedule. and these disease site clinics were chosen for the major study.
Randomised trial design
We studied consecutive patients with newly diagnosed breast.
gynaecological. lung and prostate cancer attending the cancer centre for the first time. New patients were identified on a daily basis through the referral forms to the cancer centre. For a patient to be eligible for inclusion to the study. their appointment had to be confirmed and they had to have a *-alid mailing address.
Eligible patients u-ere prerandomised to one of three interventions: (1) neu-patient information package (N-PIP).
(2) mini version of the new patient information package (mini-NPIP) or (3) (Derogatis, 1982 (Derogatis, , 1992 ; Derogatis and Melisaratos, 1983 ) and the Sherer Self-Efficacy Scale (Sherer and Maddux, 1982; Sherer and Adams, 1983) . The BSI provides a global measure of psychological distress 'in the past seven days including today' and has nine subscales including anxiety and depression. This selfadministered scale has proven psychometric properties (Derogatis, 1982 (Derogatis, , 1992 Derogatis and Melisaratos, 1983) and has been used extensively in cancer patients (Pruitt et al., 1992; Stefanek et al., 1987; Edwards et al., 1985; Schain et al., 1985; Wellisch et al., 1991; Schover et al., 1989) . Each of the 53 items are scored 0-4 (0, not at all distressed and 4, extremely distressed) yielding a summary score between 0 and 212. The General Sevenrty Index (GSI) is the most sensitive indicator of emotional distress level combining data on a number of symptoms and intensity of distress. A GSI score is calculated by dividing the subject's total score by the number of items (n = 53). This raw score is then converted to a standardised T-score. The Sherer Self-Efficacy Scale is a 30-item scale that measures expectations of self-efficacy that are not tied to specific situations (data not shown).
Following administration of these scales, the patients were administered a questionnaire consisting of items developed during the feasibility study. Items included a patient's expectations of care and fear regarding the initial appointment, preferences for information in general and by which method; understanding and usefulness of the information package sent, and usefulness of the question/answer sheet. Understanding and usefulness were assessed using a fivepoint Likert scale response option (e.g. 1, extremely easy to understand and 5, very difficult to understand; and 1, very useful and 5, not at all useful). During administration of the patient questionnaire, relatives of patients who had received an information package were interviewed regarding whether they had read the information package, their understanding and the usefulness of the information package sent. Patients and relatives in the control group who were not mailed any information were not asked specific questions regarding the information packages, but were given the comprehensive package following the interview.
Statistical analjsis
Mean BSI scores for each group, as measured by the GSI, and for each subscale were compared by one-way ANOVA. Linear regression models were used to adjust comparisons for any imbalance in baseline characteristics. Other outcomes, e.g. patient preferences, understanding and usefulness of the information packages expressed as frequencies, were compared using chi-square contingency Acceptibilitv of information packages Eleven patients in the NPIP group and three patients in the mini-NPIP group did not read the information packages (P=0.02). Overall. 88% of patients found the information packages easy to understand and a greater percentage of patients found the mini-NPIP extremely easy to understand (73% vs 55%0. P=0.01). A total of 89% of patients found the information packages useful and again a trend was noticed where a greater percentage of patients found the mini-NPIP very useful (61% vs 49%. P=0.06). Patient understanding and usefulness was affected by level of education. and when this was adjusted for by logistic regression. the differences between information packages were no longer evident. All topics within the respective packages were found to be useful ranging from 72% of patients reporting information regarding the administrative structure of the clinic as useful to 88% reporting information concerning what to expect at their first visit as being useful. In all 500o of patients used the question answer sheet and there was no difference between information packages.
Relative interview
Some 69% of patients were accompanied by a relatixve who was female in 4900 of these cases. Of relatives attending the centre 760o had read the information package and there u-as no difference between packages. The majority of relatives who read the information reported it easy to understand Discussion The provision of health-related information to patients with cancer may have many effects: increasing knowledge: increasing satisfaction: enhancing self-care and compliance leading to better health outcomes: increasing involvement in decision-making: and reducing anxiety and distress (Fermsler and Cannon. 1991 Acknowledging that the sample size was small in most studies (n< 100 in 13 of the 15 studies identified). many reported positive results: nine out of 12 reported an increase in patient knowledge and recall. and three reported a trend in this direction: four out of six reported a decrease in emotional distress. anxiety or depression. and one reported a trend in this direction: three out of four reported an increase in patient satisfaction and one reported a trend in this direction: and two out of two studies reported an increase in patient compliance or change in behaviour as a result of the information intervention. Recognising the positive results. all of these studies have limited their evaluations to the provision of disease-specific information to cancer patients during the treatment or follow-up phase of their illness. We identified only two studies that identified patients immediately after their first consultation with their oncologist (Derdiarian. 1989 : Dunn et al.. 1993 ) and we were unable to identify anv study that evaluated the provision of procedural information before this.
We were interested in studying how the provision of information about services available to patients and the processes of care before their arrival at a regional cancer The observation that the provision of information did not increase or decrease patient distress is important, both for the lack of a negative or a positive effect. Simes et al. (1986) reported a randomised trial that compared the provision of detailed information and a consent form to cancer patients about to undergo therapy with an individual approach at the physician's discretion. They observed increased anxiety in patients who had received the detailed information with this effect dissipating over time. Similarly, we were concerned that for some patients the new patient information package might be upsetting by reminding them of their recent diagnosis and impending visit to the cancer centre. During the feasibility study, several patients had asked that the information from the centre be sent confidentially with no identification of the sender. One patient described the information as quite upsetting. We were pleased to find that, on average, the information package did not increase patient distress.
As indicated earlier, most studies that have evaluated the provision of information on emotional distress have shown a reduction in anxiety or depression. The fact that the provision of information was not shown to reduce the psychological distress in this study may have occurred as a result of several different factors. The information presented was procedural and general in context, rather than specific information for patients regarding their disease, prognosis and available treatments. Derdiarian (1989) found that patients newly diagnosed with cancer attached the highest importance to information pertaining to their disease and its consequences and less importance to that of a social or practical nature. Thus, it may be that although the type of information we presented is useful to patients as documented in the study, it does not have a marked effect on psychological distress. Another possibility, however, is that the information truly did reduce distress to some modest degree, but attending the cancer centre for the first time was relatively stressful and any effect of the information package was not evident at this time. Finally, the Brief Symptom Inventory was initially developed to discriminate major psychological morbidity (Derogatis, 1982 (Derogatis, , 1992 Derogatis and Melisaratos, 1983 al., 1970) .
A potential limitation of our study is that it employed a prerandomisation design with post-randomisation exclusions. Although exclusions were reasonably balanced between the treatment groups, the groups did differ in terms of the number of patients excluded because of an increased number of late arrivals in the control group. Such an effect could have resulted in a more highly selected control sample. When we reviewed our data, late arrivals were more evenly distributed between the study groups in the breast and gynaecology clinics. There was no interaction between treatment effect and disease site (breast and gynaecology vs others) suggesting that the increased number of late exclusions in the control group did not bias our results.
With respect to the information packages themselves, our results suggest that the smaller, less glossy version was as useful to patients as the larger, more comprehensive package suggesting for this type of information that the smaller package was sufficient. A cost iniTnisation analysis indicated that the adoption of a policy of using the former package rather than the latter could save approximately S5 (Canadian) per patient or $25 000 per year for our centre. When one considers that some centres in Ontario are providing even more expensive information packages, the possible savings may be greater. In times of fiscal constraint and potential rationing of health care, these monies might be directed to better use.
lThis study underlines some of the problems and difficulties in measuring the effect of the provision of procedural information to patients before their attendance at a cancer clinic. We were unable to show an effect of such information on patients' level of psychological distress, but the majority of our patients preferred to receive this type of information. Assessment of the effect of the information on patients' knowledge, or behaviour in terms of accessing other information sources may have provided additional support for this preference. Based on the results of this study, we are currently providing our patients with the mini-version of the New Patient Information Package before their first appointment at the cancer centre.
